Patrick de Smet: Why change a winning team?
COMMUNITY FOCUS Nanda Uitslager F orty years living with haemophilia on two different continents has left Patrick de Smet with a unique perspective on his condition. He has experienced haemophilia the hard way but has no hard feelings. While he accepts that haemophilia care has advanced tremendously in recent years, he is happy with the treatments he knows, and with his decision that "with me the haemophilia stops." Today, Patrick de Smet is well known as the (head) coordinator of the Belgian Haemophilia Society (Hemofilievereniging / Association de l'Hémophilie). He spends his time campaigning to raise awareness of the condition he has lived with for over four decades, explaining what it is like to live with haemophilia, how it changes over time, and why it is something to be managed rather than to be afraid of.
GROWING UP
Patrick spent the first twelve years of his life in Kinshasa in Zaire, Africa, now the Democratic Republic of the Congo, where his father worked for the Belgian government. He was born in 1977, the youngest of seven children. Two of his four brothers had haemophilia, while one of his two sisters carried the gene.
His parents discovered the hard way that Patrick's oldest brother had a bleeding disorder. Although he had tell-tale bruises as a young child, these were never examined in depth . He also moved out of the family home in Ostend to live in Hasselt with his eldest sister, with whom he had always been very close. Both decided they would train to become nurses; "Working with people always appealed to me." Sadly, Patrick's sister was plagued by ill health. She worked as a home care nurse and struggled for some time with pain in her shoulders. Although she continued to work through the pain, eventually she was unable to drive her car and a scan revealed that she was suffering from bone cancer, with metastases throughout her body. No treatment was possible. Patrick was able to care for her, but she declined rapidly and died within eight months of being diagnosed.
After graduating, Patrick worked in the operating room, but his haemophilia began to impose limitations: Initially he was offered a job in A&E, but he declined as he felt it would not be too different from working in the operating room. He worked for six months at an orthodontist's practice while deciding what he wanted to do, before starting to work as a self-employed nurse caring for patients in their own homes. He took on only those patients he knew he could handle, which allowed him to set his own hours and pace, and specialised in stoma and wound care, diabetes, and patients returning home after surgery, at the end stages of cancer or with the onset of dementia.
As a home care nurse he also went into the homes of people with haemophilia to administer factor, and to educate parents and boys in infusion:
"Because I was used to doing self-infusions, it was easy to explain to others and to show how you can do it."
Patrick's strategy in teaching others was to let people practice on him, as much as they wanted, after first injecting himself so he was well covered.
"It was a bonus that I could explain from my own experience what it can be to live with haemophilia, how it changes over time. Because there are still parents who are so afraid that they restrict their child out of fear of bleeds. Some believe it is life-threatening to dive into water, because that contact with water, After the switch I had a major bleed in my lower back that compressed the nerves to my legs, so I was paralysed in both my legs. This was when we discovered that I had an inhibitor."
He says many patients and parents experience a major change in their lives once they learn to self-infuse, especially those families where the child has a portacath.
"They were depending on normal home care to give the injections or went to the hospital, so they were housebound and unable to take holidays. For many, the most common reaction is 'What a freedom -we are able to pack our bags and go!' Today there are still families in Belgium that depend on others to inject their child. Some parents are just too afraid to do it themselves. If you are independent it lowers the burden of haemophilia."

MARRIAGE AND CHILDREN
It was while working as a home care nurse that Patrick met and married his wife. Based on earlier experiences, he was initially reluctant to disclose his haemophilia:
"I have some injections scars but wear long sleeves. She did not see those initially."
But within two months of meeting her, Patrick had told her about his haemophilia. To his relief, her reaction was "So what?" It wasn't a big deal to her; she simply wanted to know more about it.
Based on his own experiences, Patrick was always certain that he did not want children. IT'S TOUGH ON THE CHILDREN Although he was able to continue home care nursing for 15 years, Patrick's own haemophilia progressed. Over the last two to three years, it became increasingly difficult due to frequent knee bleeds and inflammation. During this period, he had to use a wheelchair at home. The boys were around four years old and, inevitably, wanted to play football or ride their bikes with their Daddy. Because it was such a dominant part of his life, Patrick says he begged his haemophilia team to give him a new knee to end the pain. They argued that although the cartilage was gone the meniscus was partly all right, so there should be some movement. Eventually he became angry and insisted they do something as it was not fair to his children. The complaints resulted in consultations with doctors and rheumatologists, and many tests. 
